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KU-PA, Dalhousie ASNB O

Nova Scotia Janice Keefe Sacha Nadeau Vicki Elliott-Lopez
Co-I, MSVU ASNS NS Health & Wellness
Katie Aubrecht Michele Lowe Susan Stevens u
Co-I, StFX NSHA NS Health
Manitoba Malcolm Doupe Erin Crawford Vikas Sethi Jennifer Pietracci
Co-I, UMB ASMB Shared Health Research Prog. Mgr.
Christine Kelli Gina Trinidad r
Co-I, UMB WRHA
Barbara Wasilewski
MB Health
Alberta Carole Estabrooks Rashmi Devkota Patricia Kostyk George Andrews 5 staff members Suzanne Maisey Emily Dymchuk
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Co-A, UofA

Hannah O’Rourke
Co-A, UofA
Jordana Salma
Co-A, UofA

Kelli Stajduhar

PA, UBC

PhD student

Shovana Shrestha
PhD student

Sube Banerjee
Co-A, UNottingham

Anna Beeber
Co-A, Johns Hopkins

Caregiver
Bernie McCracken

Older adult, caregiver

Jim Mann
PlwD

Katrina Prescott
Caregiver

Linda Woo
Caregiver

Kevin Lazaruk
Caregiver

ASANT

Jennifer Perry
ASBC

Barb McLean
FCBC

Laura Tamblyn Watts

Pres./CEO CanAge

Anne Boyle
CSPCP

Zetter, Good Sam

5 staff members
Sherwood Care

Karen Littleton
Interior Health

Jessica Howard
Interior Health

Alberta Health

Eleanor Risling
AHS

Karen Neilson
MoH

Suzanne Fox
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Study coordinator
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Study coordinator
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Thoughts about LTC home residents’ QoL from the perspective of Hom and
Sam
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What does QoL mean?

“It is sadly narrow to define quality as the absence of negative outcomes. Absence
of bedsores, absence of depression, absence of malnutrition—these are hardly
evidence of a good quality of life or goals to inspire generations of care providers.”

Rosalie A. Kane, Gerontologist 41(3), p. 297

Not routinely measured

Quality of care Quality of life Multiple other factors

Objective indicators of A person’s physical, emotional E.g., relationships, sense of
unfavorable outcomes and social well-being purpose, social determinants
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Reduced ability to

Challenges in measuring QoL

verball Quality of the Availability of
erbally moment versus family/friends
communicate . :
quality of life
%
Accuracy of Questionnaire Resource
proxy reports actually measuring constraints
QoL




Criteria an ideal QoL measure should meet
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Acceptable Reliable T

Feasible

e We examined over 30 tools
- that have been used to assess
the QoL of PwD in NHs

BM] Open Psychometric properties and use of the
DEMQOL suite of instruments in
research: a systematic review protocol

BELE e LR e s Dt Matthas Hoben 0" Stephane A Chambertan.” Hareah M O/Rouse.'
Bemtayy EMor,’ Shovana Shrostha,’ Rashmi Deviota.' Tring Thorre,  Jenay Lam,'
Sube Baneree.’ Laura Hughes © ,* Carcie A Estabrooks’
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Development & validation of the DEMQOL

Extensive review of the
literature and
consultation with PwD,

caregivers, care staff
=> conceptual
framework

Rigearch AMSE

Development and
validation of the
DEMQOL & DEMQOL-
Proxy

Measurement of health-related quality of life for people with
dementia: development of a new instrument (DEMGOL) and an
evaluation of current methodalogy

Srrith S, Lamping 0, Baredee 5, Harwood R, Faley B, ot 4l
Furdieg:

Hepatth Teohnology Adatesrment Wokume: 7, e 10, Pulblivhesd o PManch 7005

Extensive validation
and use of these two

Aping & Mestal Nealoh, 2015
what mn!titum health,_relaw qua"w “ Hf,! “‘ dementi"r Wl 19, Mo B, D33, Bitpodds desorp! 0L DORG") Be0TRSE 2014 915921
Development of a conceptual framewark for people with

dementia and their carers

Sarah O, Senigh, joanns Mursy, Sube Baneneeg Bath Feley, joanna C, Cook, Denna L. Lasgog,
Wartin Priroe. Rovwan H. HMaraood, Enkd Lewin. Arthomy Maon

s X August 2005 | mpasdel orp 00 RRS 1374 | Ooacess 77

Fryctolgioa! Mo, 2007, 79, 71T T4 00 Cumbaradige U niverviny Pross
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Development of a new measure of health-related
quality of life for people with dementia: DEMQOL
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PoSRAITHE L OO0k L uifRRay MW PRINGEL P OLEVINY, & bapon®
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Quality of life in dementia: a systematically conducted narrative review of dementia-specilic
measurement scabes

Ann Bowding™®_ Gene Bowe®, Sue Adam®, Paula Sands®, Kntika Sams?, Magreen Crane®,
Louise boly™ and Jll Mantorpe®

Our Canadian
feasibility and

Development and
validation of the

DEMQOL-CH validation work

BM) Open Adaptation of the DEMQOL-Proxy for
routine use in care homes: a cross-
sectional study of the reliability and
validity of DEMQOL-CH

Laura J Mughes, ' Nicokss Farina." Thomas € Page,” Nay Tater,' Sube Baneres'
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ORIGINAL STUDY

Feasibility of Routine Quality of Life Measurement for
People Living With Dementia in Long-Term Care

Crgad Tty

Factors Associated With the Quality of Life of Nursing Home B et
Residents During the COVID-19 Pandemic: A Cross-Sectional Study

Matthias Hoben BN, Or rer medic* © °, Ermaly Dymchiok 85¢ 7, Kyle Cortett MA®,
Fiahn Devhots MSON *, Shovins Stoestha MSON ', ey Laen BN,

Sutwe Banerjer MD ', Soepdianie A Oharnberiain P . Creta G Cursenings RN, 0"
Makookn B Douge PRD . Yinkel Duan RN, PO " Juoice Keele PO,

Haosah M. Otk SN MO, Seydelitanas Saesdzaded KN 07,

Yutag Soag RN, P20 Cavsle A Estabroois KX PhD




The Counting What Counts Study

3!9?'4, 10% sample (stratified
CIHR IES c random) of LTC homes

Instituts de recherche
Health Research o

Five Canadian provinces
(BC, AB, MB, ON, NS)

Assess QoL of those living in
NHs and SDH not routinely
collected
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Link to the routinely
collected RAI-MDS data
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The Counting What Counts sample

Nursing N (%) RAI ®
Province homes | Residents available ‘ —
5 667

Alberta 1 624 (93.6%) 128 69.3%

British Columbia 21 941  745(79.2%) 121 Women 85+ years  Education Immigrants
r
Manitoba 8 460 460 (100%) 55 - high school
Ontario 21 994 950 (95.6%) 27 MW\ r
Nova Scotia ) 171 171 (100%) 132
Total 70 3,233 2,950 (91.2%) 463 Other than  Englishas Indigenous Non-Christian
’ ’ ' White additional religion
language
.:+:_m
|b| 32.9% -f:%\ 20.0%
Large (< 120 beds) Rural

o EXD N

For-profit No person-centred
care model
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QoL distribution overall and by province

Distribution of qol_tot

Mean [95% CI]: 93.3 [92.2; 93.3]

10 Median [IQR]: 95.0 [83; 105]

Percent
[=3)
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AB

QoL score (min: 31, Max: 124)

BC MB NS ON

Women < Men

Racialized > non-racialized
Rural > urban

Large home < small Home

Next steps: statistical models assessing social determinants of QoL, profiles of

residents with high/low QoL
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Feeding back and discussing data with interest holders

Item-level DEMQOL-CH Scores
Rk Thverma Lairal] Average of Score QoL Items 20 98 163 170 194 273 306 413 474 490
rFs
T T T——— ey |
Sample Frustrated 267 Difficulties Making Decisions [l | 3 = e | | i 3 =
5 s FullofEwwy 261 Dissescd ; 35 5 M
123 123 1"2‘: o Sad 2.58 Enough Company -= 3 . slall= 1z a01=
i3 NS Coment 258 333 sl 3 5 s
3 Distressed _ 3 38 53N (3 - 38 (B3
ey e 1T :
Trritable 2.61 3l 30 B3
ravp o . ¥ B
7 B@ n@ Things to Lock Forward to _ Getting in Touch With People . 3 |3 --= SN (K3 -
,ﬂ,i@ MemoryinGeseral 257 g T e | > NN ¢ > EREN > B
URBAN  RURAL PROFTT  PRORI Long-Term Memory B Helping Others sH :HEHBE: : B
Remembering Names — . - -- 2 & ----
. PN RemeriogPace 261 ey | ENEN EHERS
/
Quality of Life Feedback Report 42 - | AN Remenbering Doy T St | i
for FaCility 50 :A:{:ODEL s=:A:LTTtSIIZ.E=x W_ 3 .- 2 -- & - - -
11culties g Decisions _ =
Miking Self Undersood  [INZAD] 25 = - -
i . Washing/Bathing T | JEREREREN | | |
Klfelnie YORKI Summary graphics, e w2 e L ER L L
‘s uwivemsir . Getting Things from Shops 2.60 2 2 28 2N |8
boeeqy  ThEHH lay explanations 257  JUERENEN | EN |
P
Things Toking Longer | NZHE] L IE
- - . Getting in Touch With People [ 2150 20 : 2 = R |
Facility-specific (comparing home eyl 2a e e
. Helping Others 2.57 3 3 3
and region- to other homes Feding Ul 261 NN BEE
o . . . Physical Health 270 3 3 s 3 |
specific feedback in region/province) Vorried Anzions N o B
QoL breakdown Total $378 77 89 80 83 79 87 8 73

reports

by item QoL breakdown by item

and resident neath ' YO R K LI,




Feeding back and discussing data with interest holders

Core team to draft feedback reports, accommodating regional needs
(Summer 2025)

A vy

Disseminate facility-level reports to participating facilities and
region-level reports to region-level decision makers and general
public (including caregiver organizations)

Sy

Virtual feedback summits (Fall 2025): Presentation of findings, panel
discussion, recorded break-out discussions, report back

Data analysis, summary report: interest holders' input on findings |

(relevance, alignment with their experiences, additional context,
implications, possible next steps/improvement strategies, ...)

— e '
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Final thoughts from Hom and Sam
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Questions?

WHY DO WE PARK
IN A DRIVEWAY AND
DRIVE ON THE
PARKWAY?

Matthias Hoben (he/him), RN, Dr rer medic
Associate Professor, Helen Carswell Chair
in Dementia Care

School of Health Policy and Management
Faculty of Health | YORK UNIVERSITY
Room 301E Stong College

Toronto ON, Canada

Email: mhoben@yorku.ca
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